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Abstract 

This  paper  deals  with  301  families  who  have  been  offered  a  consultation  for  managing  bereavement  following  sudden  infant  death. 
Eighty-eight  percent  of  the  parents  (269  families)  accepted  and  36  more  families  outwith  Lower  Saxony  wished  to  be  cared  for.  Without  a 
previous  autopsy  1.172  contacts  happened  from  1989  to  2003  comprising  primary  crisis  intervention  and  long-term  care,  the  latter  includ¬ 
ing  saying  farewell  before  and  after  autopsy.  One  main  aim  was  a  close  linking  with  the  international  self-help  organization  of  parents 
(GEPS).  Single  cases  conferences  were  carried  out  for  more  than  five  years  according  to  the  Sheffield  model.  There  is  given  the  method¬ 
ical  basis  and  many  details  of  the  care  project. 

©  2006  Elsevier  Ltd  and  AFP.  All  rights  reserved. 
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1.  Introduction 

After  sudden  infant  death  (SID),  parents  usually  need 
long-term  support  from  involved  parents  by  the  GEPS 
(in  Germany:  Common  Initiative  of  Parents  following 
SID).  Professional  assistance  and  self-help  have  to  com¬ 
plete  each  other  and  be  linked  together.  But,  often,  profes¬ 
sional  helpers  are  unsure  concerning  acute  and  long-term 
care.  The  Gottingen  working-group  ‘sudden  infant  death’ 
manages  long-term  care  for  parents  in  close  cooperation 
with  the  GEPS.  The  target-groups  of  the  standardized  sur¬ 
veys  had  been  chosen  appropriately,  namely  professional 
helpers,  police  officers  and  members  of  the  rescue  service, 
Protestant  priests,  funeral  directors,  gynaecologists  and 
midwives.1  11  However,  it  was  not  possible  to  approach 
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paediatricians.  It  must  be  elucidated  that  signals  given  by 
the  professional  helpers  in  the  acute  situation  contribute 
to  reduction  or  increase  of  a  feeling  of  guilt  by  the  parents. 
Another  influence  comes  from  opinions  within  the  social 
sphere  or  contradictory  information  from  media  and  other 
persons.10  16 

2.  Methodical  basis 

The  origin  of  all  the  data  are  conversations  for  care  held 
between  1989  and  2003  in  the  Institute  of  Legal  Medicine  in 
Gottingen  with  relatives  of  SID  children.  From  1989  to 
2003,  301  families  were  contacted  following  SID.  Eighty- 
eight  percent  of  them  accepted  a  written  offer  for  a  conver¬ 
sation  (269  families).  Among  these,  36  families  wished  to  be 
cared  for  though  they  did  not  have  any  previous  contact  - 
from  1989  to  2003,  we  had  1.172  contacts  with  parents  over¬ 
all.  These  were  medical  conversations,  partly  interdisciplin¬ 
ary  ones  (medical/social  sciences)  or  based  on  principles  of 
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social  sciences/family  therapy.  The  form  was  the  free  inter¬ 
view.  Professional  helpers  were  also  interviewed  about  their 
knowledge  and  procedures  with  the  acute  and  late  phase  of 
SID.  There  can  be  differentiated  four  constellations: 

2.7.  Primary  crisis  approach 

During  primary  crisis  intervention  in  the  majority  of 
cases,  the  emergency  physician  is  replaced  in  the  domestic 
area,  but  more  rarely  in  regional  hospitals,  by  an  emer¬ 
gency  pastor.  At  an  early  stage,  the  self-help  organization 
of  parents  (GEPS)  is  contacted. 

2.2.  Follow-on  meetings 

A  second  meeting  with  the  parents  can  include  saying 
farewell  to  the  child.  Following  an  introductory  medical 
conversation  the  next  of  kin  are  accompanied  to  the  fare- 
well-room.  After  the  forensic  scientist  has  withdrawn  qui¬ 
etly,  the  parents  are  given  as  much  time  as  they  need. 
Afterwards,  the  conversation  may  be  continued. 

2.3.  Subjects  of  conversation 

The  time  schedule  of  the  third  contact  is  particularly 
extensive  due  to  an  interdisciplinary  conversation  (doctor 
who  carried  out  the  autopsy/social  or  family  therapist). 
Before  discussing  details,  a  basis  is  created  by  exoneration 
of  the  parents  from  guilt  by  the  forensic  pathologist,  often 
by  answering  questions  about  SID.  The  chronicological 
structure  of  the  conversation  deals  with  family  incidence  of 
SID,  pregnancy,  birth,  development,  possible  illnesses  of 
the  child,  mode  of  sleeping,  breast-feeding  and  nutrition, 
conspicuous  events  and  strains,  course  of  the  day  before 
and  constellation  of  the  day  of  death  as,  e.g.  scene  of  death, 
emergency  help,  assignment  of  professional  rescue,  service 
by  the  police,  funeral  sorrow  and  resources.  The  parents  usu¬ 
ally  put  questions  though  there  is  an  internal  structure,  but 
later  on  the  conversation  is  lead  by  the  family  therapist. 
Nevertheless,  parents  often  wish  that  their  experiences 
should  be  used  as  indirect  help  for  other  parents.  Prior  to 
the  meeting,  parents  receive  documents  by  the  self-help 
organization  (GEPS).  They  bring  along  pregnancy  records 
and  medical  notes.  Other  documents  provided  by  obstetri¬ 
cians  and  paediatricians  are  analysed  together  with  results 
of  the  post-mortem.  In  Berlin  and  during  the  first  five  years 
of  the  Gottingen  period  (1989-2003),  all  findings  were  dis¬ 
cussed  by  specialists  in  single-case  conferences  and  only 
after  this  had  happened  the  final  diagnosis  of  SID  or  non- 
SID  was  made. 

2.4.  Long-term  care 

The  fourth  phase  is  represented  by  long-term  care  based 
on  preceding  conversations.  Long-term  care  means  to  be 
open  to  further  conversations  with  parents  and  keep  con¬ 
tact  with  them  (family  therapist)  as  long  as  required.  Most 


of  the  contacts  end  when  any  further  children  are  one  year 
old.  The  time  of  pregnancy  with  a  considerable  increase  of 
the  anxiety  level  often  results  in  repeated  intense  require¬ 
ments  for  advice  by  the  family  therapist. 

3.  Structure  of  the  working-group  ‘sudden  infant  death’  in 
Gottingen  and  that  of  the  offer  of  help  following  SID 

The  long-term  company  created  in  Gottingen  is  based 
on  the  former  team  in  Berlin  with  structures  according  to 
the  format  of  Sheffield.  Single-case  conferences  were  an 
obligatory  part  of  the  procedure  supported  by  paediatric 
medical  notes  from.  Most  of  the  paediatricians  in  Berlin 
could  be  won  over  a  participation  on  the  conferences, 
maybe  because  invitations  were  sent  by  the  Federal  Bureau 
of  Health  (BGA,  now  called  Robert-Koch-Institute), 
whereas,  in  Gottingen,  only  19%  accepted  single-case  con¬ 
ferences.  From  the  beginning  of  the  90  s,  we  continued  our 
investigations  without  neuropathological  examinations 
which  had  really  been  considered  to  be  indispens- 
able,  ’  “  because  the  results  could  not  be  included  in 
the  conversation  with  the  parents.  Long-term  care  and  pri¬ 
mary  crisis  intervention  are  realised  in  close  collaboration 
with  the  GEPS.  During  single-case  conferences  medical 
files  are  compared  with  information  obtained  from  the  con¬ 
versation  (e.g.  concerning  familiar  diseases,  pregnancy  and 
birth,  infantile  development  and  diseases,  stress-factors, 
death-scene,  resuscitation,  investigations  and  given  help). 
Information  was  provided  prior  to  the  single-conferences, 
partly  directly  after  autopsy  so  that  the  parents  were 
informed  by  letter  about  the  cause  of  death  being  SID, 
including  details  for  an  appointment. 

It  is  helpful  for  the  parents  to  receive  the  results  of  the 
examination  as  soon  as  possible,  even  if  histological, 
neuropathological,  bacteriological,  virological,  mycologi- 
cal,  toxicological  and  environmental  analytical  investiga¬ 
tions  are  still  due.  Only  in  a  few  cases  did  the  diagnosis 
of  SID  have  to  be  corrected  later  on  because  of  secondary 
investigations  as,  e.g.  to  myocarditis.  However,  it  is  very 
difficult  to  clarify  such  an  amendment  to  the  parents. 

4.  Structure  and  contents  of  care  conversation 

In  Berlin,  the  care  procedure  was  finished  by  a  detailed 
discussion  (forensic  pathologist,  social  scientist  and  paedi¬ 
atrician  in  charge)  prior  to  a  final  conversation  with  the 
parents  after  the  single-case  conference.  In  Gottingen,  con¬ 
versations  were  held  in  a  mixed  gender  type  by  the  forensic 
pathologist  (male)  and  a  family  therapist  (female  social  sci¬ 
entist).  This  change  came  about  because  it  is  a  hindrance  to 
long-term  care  when  only  men  are  involved  in  conversa¬ 
tions.  The  mixed  approach  in  the  sense  of  a  cross-over  test 
led  to  a  new  quality.  Parents  found  it  especially  important 
to  have  an  early  conversation.  However,  the  primary  con¬ 
versation  should  not  be  held  immediately  following  the 
autopsy,  because  parents  are  unable  to  grasp  at  the  time. 
Also,  well  meant  information  about  time  and  place  of  a 
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post-mortem  represents  massive  stress.  Frequently,  they 
went  to  the  hospital  where  the  post-mortem  was  carried 
out.  Pictures  of  the  postmortem  were  clearly  in  front  of 
their  eyes  during  the  time  of  waiting. 

During  the  subsequent  conversation  with  the  patholo¬ 
gist  who  had  carried  out  the  autopsy,  the  parents  were 
totally  paralysed.  Although  first  contacts  by  telephone 
were  definitely  appropriate  to  relieve  from  guilt  by  the 
“authority”  of  the  pathologist  himself,  it  seems  to  be  better 
to  hold  the  first  conversation  after  the  child’s  funeral  has 
taken  place.  This  primary  conversation  takes  2-2^  hours, 
but  a  planned  funeral  might  represent  an  extreme  situation 
closing  any  sensoric  access.  Intake  of  psychotropic  drugs 
on  occasion  of  the  funeral  is  a  rather  common  obstacle, 
being  an  extensive  conversation.  It  is  always  commenced 
by  a  message  given  in  the  first  person  intending  relief  from 
the  feeling  of  guilt.  A  trustful  basis  requires  that  any  unjus¬ 
tified  fear  of  the  parents  that  their  child  had  suffocated,  is 
rejected  from  the  very  beginning. 

Taking  part  in  this  conversation  is  never  easy  for  par¬ 
ents.  Many  of  them  reported  on  their  fear  of  this  idea, 
which  could  possibly  confirm  that  their  child  had  died  from 
suffocation.  Such  fears  may  extend  so  far,  that  a  mother 
reproaches  herself  for  having  killed  her  child.  This  may 
result  from  an  acute  archaic  reaction  or  due  to  post-trau¬ 
matic  stress  syndrome  with  severe  depressions.  This  reac¬ 
tion  is  often  due  to  an  escape  of  blood  from  the  upper 
respiratory  tract.  That  is  why  -  from  a  medico-legal  point 
of  view"  ’  -  for  all  those  parents  care  is  an  urgent  matter 

if  traces  of  blood  are  present  around  mouth  and/or  nose, 
on  sheet,  pillow  and  clothes.  This  may  also  occur  when 
the  child  is  lifted  in  a  moment  of  desperation.  Blood  spots 
have  a  maximum  signal  effect  and  can  be  misunderstood  to 
be  due  to  suffocation  or  even  severe  resuscitation  trauma." 
For  the  parents  their  thoughts  on  death  from  asphyxia  is  so 
fixed  that  another  explanation  is  accepted  only  after  having 
hesitated  for  a  long  time.  It  has  to  be  clarified  that  blood 
stains  are  external  signs  of  haemorrhagic  pulmonary 
oedema.  This  is  pathognomic  for  SID  and  only  due  to 
prone  position.  Lividity  may  exacerbate  the  effect.  Special 
scenes  of  death  as,  e.g.  with  face  position  or  covered  posi¬ 
tion  increase  the  fear  of  unnoticed  suffocation.26 

Early  signals  from  professional  helpers  and  the  police 
may  support  the  parents  in  their  wrong  sight  and  self- 
reproaches,  due  to  wrong  interpretations.  This  problem 
requires  a  close  collaboration  between  forensic  pathology 
and  police.11,14  Many  parents  describe  pictures  of  the 
death-scene  having  burnt  into  them,  so  that  they  were 
unable  to  recall  previous  pictures  of  their  child  for  almost 
six  months.  The  (female)  family  therapist  has  an  equal  part 
within  the  conversation  and  discussion  about  help  and  sor¬ 
row.  Continuation  of  the  contact  is  offered  and  accepted  in 
almost  all  the  cases  being  held  at  home  with  the  parents 
present  in  familiar  vicinity.  The  company  is  continued  as 
long  as  the  parents  wish  to,  at  least  until  the  next  child 
has  reached  its  first  birthday.  In  single  cases,  care  may  last 
up  to  five  years  and  even  longer. 


5.  A  further  pregnancy 

Usually  in  the  first  meeting  parents  think  of  a  further 
pregnancy  in  an  ambivalent  way.  Many  even  considered 

'll 

a  type  of  psychogenic  infertility  following  SID"  ;  but,  usu¬ 
ally,  a  new  pregnancy  is  thought  to  have  a  neutral  or  posi¬ 
tive  effect  on  bereavement.  However,  an  increase  of  the  fear 
level  is  significant.4,8,28  An  analysis  of  787  conversations 
during  long-term  company  involving  115  families  following 
SID,  revealed  that  90  mothers  were  pregnant  again  when 
their  child  died  due  to  SID."  Almost  60%  of  them  became 
pregnant  within  six  months  after  SID.  Partly,  an  offer  of 
care  was  accepted  only  during  a  further  pregnancy,  what 
might  indicate  a  high  potential  of  restlessness  and  fear.  It 
was  particularly  burdening  if  medical  examinations  during 
pregnancy  did  not  deal  with  the  dead  child  or  non-accep¬ 
tance  of  the  sorrow  within  the  social  community. 

6.  Primary  crisis  intervention  in  case  of  SID 

Primary  crisis  intervention  by  a  forensic  pathologist  is 
unusual,  but  might  be  justifiable  today  as  a  special  way  with 
regard  to  emergency  spiritual  welfare.  The  beginning  of  crisis 
intervention  with  SID  in  Gottingen  was  in  1 989.  Prior  to  this, 
an  emergency  spiritual  welfare  throughout  Germany  was  set 
up.  However,  emergency  spiritual  welfare  and  teams  for  cri¬ 
sis  intervention  of  aid  organizations  operate  with  full-time 
employees,  whereas  medico-legal  crisis  intervention  repre¬ 
sents  a  commitment  of  a  university  institute. 

Alarm  in  cases  of  SID  is  not  given  by  the  police  head¬ 
quarters  but  by  the  fire  brigade.  The  emergency  pastor  is 
informed  the  same  way  the  Church  offers  emergency  spiri¬ 
tual  welfare  independent  of  gender,  denomination  or  reli¬ 
gion.  An  emergency  pastor  does  not  only  fill  the  gap 
after  the  emergency  doctor  has  left  until  the  relatives  arrive, 
but  may  offset  the  relatives  with  their  fear  during  resuscita¬ 
tion.  The  pastor  acts  as  messenger  and  mediator  because 
relatives  sometimes  have  to  leave  the  room  when  resuscita¬ 
tion,  investigations  or  removal  of  the  body  is  done.  Con¬ 
tacts  with  the  rescue  team  can  be  used  to  give 
information  as,  e.g.  “They  are  doing  everything  for  your 
child,  but  I  don’t  know  whether  they  will  succeed.”  Fur¬ 
thermore,  the  emergency  pastor  can  open  the  door  or  leave 

ry  /-v 

it  open  for  the  parents.  After  reporting  death  he/she 
accepts  the  parents  with  their  personal  and  non  foreseeable 
manner  of  sorrow. 

7.  The  role  of  the  forensic  pathologist 

The  forensic  pathologist  has  to  be  introduced  to  the  par¬ 
ents  by  the  emergency  physician  so  as  to  be  in  a  position  to 
solve  problems  of  the  acute  situation.  It  is  essential  for  the 
relatives  to  recognize  that  the  forensic  scientist  attends  on 
their  behalf  only.  In  this  situation  parents  are  defenceless. 
It  is  ethically  unjustifiable  to  leave  parents  in  the  dark 
about  any  research  interest  or  to  press  them  morally  to  col¬ 
laborate  in  this  acute  situation. 


346 


K.-S.  Saternus  et  al.  /  Journal  of  Forensic  and  Legal  Medicine  14  (2007)  343-347 


The  role  of  the  forensic  pathologist  also  includes  medi¬ 
ation  as  permission  by  the  parents  is  necessary  for  each 
examination  of  the  child.  However,  multiple  experiences 
make  clear  that  both  sides  appreciate  medical  mediation 
because  the  situation  may  become  more  and  more  incom¬ 
prehensible  on  arrival  of  the  police.  Being  confused,  par¬ 
ents  tend  to  ask  themselves  about  reproaches  for  the 
death  of  their  child  by  police  investigations.  Unknown  per¬ 
sons  have  access  to  the  child.  This  is  exacerbated  by  the 
silent  question  of  the  parents,  whether  their  child  has  pos¬ 
sibly  been  suffocated.  The  parents  are  given  back  part  of 
their  autonomy  which  had  been  taken  away  by  the  emer¬ 
gency  situation.  This  is  realised  by  obtaining  permission 
for  autopsy  whilst  giving  the  appropriate  respect.  From 
experience,  parents  rarely  reject  a  request  to  approach  their 
child  made  by  helpers  or  the  forensic  pathologist.  They  are 
keen  to  know  what  has  happened  and  what  are  the  next 
steps. 

8.  Saying  farewell 

Parents  should  always  be  encouraged  to  say  goodbye  to 
their  child,  because  the  mother  is  often  not  allowed  or  able 
to  pick  up  her  child  after  she  is  informed  about  death. 
Resuscitation  and  police  investigations  may  lead  to  a  sepa¬ 
ration  between  parents  and  child,  being  a  frequent  reason 
for  intense  resistance  against  the  idea  of  repeated  exposi¬ 
tion  to  the  horrible  impression  of  the  deceased  child.  With¬ 
out  help,  an  approach  of  the  parents  to  their  child  to  say 
farewell  is  possible  only  in  a  few  cases.31  However,  it  is 
known  from  conversations  how  much  parents  suffer  later 
on  from  the  fact  they  did  not  say  farewell  to  their  child. 

A  medico-legal  examination,  often  revealing  massive 
facial  lividity,  can  help  to  encourage  parents  to  say  fare¬ 
well,  e.g.  by  changing  the  child’s  position.  Sometimes, 
emergency  doctors  show  lack  of  assurance  concerning  for¬ 
bidden  changes  with  respect  to  following  investigations 
that,  when  certifying  death,  they  do  not  even  turn  over 
the  child.  Due  to  a  flat  dorsal  position  after  turning  the 
child  over,  livor  mortis  can  be  really  concise  in  the  face. 
Therefore,  a  half-slanted  dorsal  position  with  a  higher  posi¬ 
tion  of  the  head  is  recommended  to  accelerate  draining 
lividity.  After  discrete  control  of  the  situation,  the  parents 
should  be  informed  that  they  can  now  say  farewell  to  their 
child  due  to  the  changes  (“There  are  no  longer  red  stains  in 
the  face.  Your  child  looks  like  being  asleep”). 

Parents  are  frequently  unsure  whether  siblings  should 
say  farewell  or  not.  It  could  be  elucidated  that  a  reliable 
support  of  them  breaks  away  due  to  an  exclusion  of  their 
parents  in  a  highly  dramatical  situation/"  Their  parents 
are  helpless  and  forced  to  be  passive  after  the  death  of  their 
baby,  who  had  recently  been  the  centre  of  the  family.  For 
bereavement  return  of  autonomy  represents  a  central  issue. 
Therefore,  parents  and  siblings  of  all  ages  should  be 
encouraged  to  say  farewell.  Self-reproaches  may  be  the  rea¬ 
son  that  parents  burden  themselves  because  they  did  not 
say  farewell  to  their  child.  Therefore,  the  mother  should 


also  be  encouraged  in  the  sense  of  mild  paternalism  again 
and  again  to  say  farewell. 

The  first  principle  for  saying  farewell  is  that  there  will  be 
no  primary  crisis  intervention  or  care  in  case  of  smallest 
external  lesions  or  other  injuries.  Care  and  examinations 
at  the  scene  of  death  must  be  separated  clearly.  Parents 
and  investigational  departments  have  a  right  of  clarity. 
The  second  principle  requires  attention  to  be  given  to 
'blood  stains’  by  putting  it  down  to  haemorrhagic  pulmon¬ 
ary  oedema.  Both,  helpers  and  relatives  are  afraid  of  talk¬ 
ing  about  such  findings.  Blood  spots  are  ignored  whereas 
thinking  is  linked  to  it  and  means  that  the  cause  of  death 
was  suffocation. 

9.  Fear,  self-reproach  and  autopsy 

Help  from  the  forensic  pathologist  is  characterized  by 
the  fact  that  blood  escaping  from  mouth  and  nose  is 
directly  mentioned  to  explain  its  probable  cause  and  to 
point  out  that  this  finding  is  quite  common.  It  must  also 
be  elucidated  that  further  examinations  have  to  be  carried 
out  to  give  information  about  the  next  steps  to  the  parents. 

The  single  steps  of  care  are  developed  from  questions  of 
the  mother,  based  on  medical  aspects.  Formally,  the  con¬ 
versation  is  always  held  in  a  sitting  position  on  the  same 
level  for  all  participants.  A  question  regularly  put  is  to  seek 
clarification  whether  further  examinations  include  a  post¬ 
mortem.  An  answer  allows  one  to  give  the  hint  that  parents 
organized  in  the  GEPS  expect  a  reliable  statement  on  the 
cause  of  death  by  a  postmortem.  Although  conversation 
is  used  as  means  for  information  to  recover  autonomy,  par¬ 
ents  are  burdened  by  the  only  imagination  of  a  post-mor¬ 
tem.  Intense  refusals  result  from  religious  and  cultural 
relationships.  But  also  parents  who  wish  an  autopsy  with 
an  offer  for  care  ask  themselves  repeatedly  whether  their 
decision  was  right. 

Parents  should  be  able  to  say  farewell  prior  to,  or  after, 
autopsy.  They  are  welcomed  by  the  pathologist  whom  the 
parents  had  contacted  before  and  who  carried  out  the  post¬ 
mortem  or  will  do  so.  Firstly,  the  parents  are  offered  a  con¬ 
versation  which  is  usually  very  short.  After  this,  the  pathol¬ 
ogist  accompanies  them  to  their  laid  out  child,  lights  a 
candle  and  then  withdraws  from  the  room.  Parents  are  able 
to  stay  with  their  child  as  long  as  they  want  to.  If  they  wish 
they  can  continue  the  conversation  with  the  pathologist 
afterwards. 

10.  Body  contact  with  the  dead  child 

Primary  crisis  intervention  has  to  offer  definite  medical 
ways  to  help  the  mother.  Maybe,  she  wants  to  change 
her  child’s  clothes,  which  are  possibly  damaged  or  altered 
due  to  resuscitation;  or,  put  on  the  most  beautiful  things. 
She  will  easily  succeed  in  undressing,  but  have  difficulties 
in  putting  on  fresh  clothes  due  to  rigor  mortis.  Intense  scru¬ 
ples  may  hinder  the  mother  to  overcome  the  rigor  mortis 
because  she  fears  to  breaking  her  child’s  arms.  So  she 
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appreciates  help  with  dressing  her  child.  Based  on  preced¬ 
ing  examinations  of  the  child  by  himself,  the  forensic 
pathologist  knows  about  intensity  of  the  rigor  mortis. 
Mostly,  it  is  sufficient  enough  to  bend  the  arms  carefully 
with  two  fingers. 

Furthermore,  breast-feeding  should  be  discussed  due  to 
continuing  milk  production.  Therefore,  the  mother  is  asked 
by  the  forensic  pathologist  whether  she  needs  something  to 
wean.  Her  request  for  help  can  wilfully  be  passed  to  the 
police  who  take  the  prescription  for  a  prolactin  inhibitor 
and  get  a  pump  within  the  acute  situation  from  the  closest 
pharmacy.  This  help  by  the  police  is  more  expressive  than 
all  other  explanations  in  the  sense  of  practical  help  and 
relief  from  guilt. 
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